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Chronically Sick and Disabled Persons (NI) Act (1978), Disabled Persons (NI) Act (1989) 
and Code of Practice on the Identification and Assessment of Special Educational 
Needs (1998) for	education,	health	and	social	care	sectors	to	prepare	a	transition	plan	
for	school	leavers	with	special	educational	needs	and	provide	appropriate	advice	and	









and/or	adults.	For	example,	the	principles	of	the	United Nations Conventions on the 









Locally,	the	Human Rights Act (1998),	the Northern Ireland Act (1998) and	the	













A decade of disability Policy
Over	the	past	decade	there	have	also	been	major	developments	in	disability	policy.	At	a	


































‘Don’t Box Me In’: Disability, Identity and Transitions to Young Adult Life
INTRODUCTION
8
“Transition from school to adult services is a particular area of concern for 
parents. Commissioners and service providers are failing these children by 
not providing the same range of services and choices that are open to non-
disabled young people, such as career guidance, further education, work 












Another	major	development	in	the	past	decade	has	been	the	Carers and Direct Payments 







































































A decade of child care Policy
A	major	landmark	document	in	child	care	policy	in	the	last	decade	is	the	Ten Year 
Strategy for Children and Young People 2006-2016	(OFMDFM,	2006)	aimed	at	
improving	outcomes	for	all	children	and	young	people	over	the	ten	year	period.	The	




























































A decade of education Policy
The	Special Educational Needs and Disability (Northern Ireland) Order (2005) 
(SENDO) extended	the	remit	of	the	Disability	Discrimination	Act	to	include	education	
and	promoted	mainstream	education	for	disabled	children.	Under	SENDO	and	the	

























































































































































table 1: Age and gender of young adult participants
male Female totAl
18-21 2 1 3
22-25 1 3 4
26-29 1 2 3





























































































































































































The transition worker within the children’s world would have been involved 
in people moving from school to day care… rather than day opportunities… 
we were taking cases coming up to 18 years of age with no involvement of 









It makes sense that if I am working with a family for quite a number of 
years and know them, I do that… why would I stop and say to a family, 
go on over there to the transition co-ordinator for that? What’s the point 
putting that family with a strange key worker for 6 months? They are 




































































Our children’s services continue involvement until they leave school... but 
there is an investment from adult services to get involved in those years, 
not only to make sure we know the profile of need coming is but also to try 





At the 16 age group, we would love a profile of what is coming in the next 







We would still have a number of referrals that come to us after people 
are 18 and some of that is needing to have confirmation of a learning 
disability diagnosis, so there has been a referral to psychology for an 
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assessment then it comes back to children services to then be referred 








































































































There are a lot of different times of transition, we are working around that 
first stage of transition but the next stage is probably more crucial as we 
move towards employment, further education... There is a lot of work put 
into that first transition, you do need some commitment to maintain that 






















There isn’t anything… I have to go to the centre because they can’t get me 
placed in a job... it just keeps on going. You don’t move into something… 
Once you go there you stay until you’re in your forties or fifties. You stay 






























Most of it was taken out of my hands… I couldn’t go for a proper job so 




















He knew he had to go there… it took a wee while for him to come around to 




























When the adult social worker took over she would spend some time talking 
with him… at that meeting they asked him how he was getting on there and 
Maurice said “It’s boring”. I thought ‘Great you just speak up, son’. So it 




I go to all my reviews now… It doesn’t make any difference.
I: Do you say that you don’t like it and you want more things to do?
I probably don’t because I’m scared… because the boss comes to them - and 
I’m like well I can’t say this. 
I: And do they give you space to say something?
Not all the time. 
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I: Could you tell your social worker that you don’t like being at the centre?













I go to and mum goes. 
I: And how do they go?
Alright yeah… but I just do my own thing. I just get on with it. 
Likewise,	Callum’s	parents	explained	that	he	attended	transition	meetings	almost	by	
accident	and	did	not	play	an	active	role	in	the	process:
The transition meetings were supposed to be just for the adults but Callum 
thought he had to go too so he always came in and sat with us. And no one 
ever asked him to leave and we didn’t either. 
I: Did he ever say anything at them? 











I: What about going to college – who decided that?
My parents
I: Were you happy with that?
Probably not
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I: And do you think people didn’t listen to you?












Those people are awful. I don’t be at the meetings with them anymore… 
They just didn’t even think I could do anything or speak.
In	contrast,	Natalie	felt	she	was	sometimes	involved	in	decisions	and	indicated	that	she	
had	learnt	from	mistakes	she	had	made:
I: So you have made decisions?













Professional Perspectives on Participation
Some	professionals	had	a	clear	sense	of	their	duty	to	ascertain	and	listen	to	the	views	of	
young	adults,	using	a	range	of	techniques	and	approaches:
Within meetings you are hearing more of the parent, so you try to 
overcome those barriers, just because the young person can’t communicate 
with you verbally, it is about getting their views down on paper and 
drawings or whatever way they want to communicate their needs.
Practitioners	reflected	that,	although	there	have	been	major	developments	over	the	past	
decade	regarding	the	participation	of	disabled	people,	there	was	also	still	some	way	to	





It’s something that needs to be further developed. You would love to be able 
to go in and have the opportunity to really get to know the young person 





I don’t think that they are involved in the decisions around what 
changes would be made, for example, daytime opportunities. I don’t 
think their voice was heard… parents tend to be the main decision-
makers. I think there is still a reliance on parents. Whenever we have 
reviews the young person would be there but the final decision comes 






What is there to guide us in terms of when we put individuals’ with the 
learning disabilities views absolutely to the front and walk away from the 
parents’ perspective? If we are convinced that this is the best approach 
for the individual or maybe that should always be just a managed process 
which is how we currently do things because we can’t damage or ostracise 




It’s very difficult if you have parents who are used to making decisions... 
I’m just thinking of one young man who wanted to go back to day care and 
his Mum didn’t… so he will be at home with his Mum… it’s a very isolating 
situation… I did raise the issues with his Mum… but in that case he doesn’t 
have a say. 
In	contrast,	other	professionals	described	practice	approaches	that	prioritised	the	views	
of	the	young	adult	through	early	intervention	with	the	family:
I would be visiting the young person and having conversations at home 
not just about leaving school but this is your adult life, it’s about where you 
see yourself going and in terms of your family where you see that going, 
growing up and relationships. I would have had those conversations with 




Our view is that obviously it is important that the parents are kept 
informed… the young person is central to the process… There is a 
challenge then for us to go back to the Trust and say we have concerns that 
the rights of this young person are not being met… where a parent and a 
social worker have made a decision that we don’t feel is the best outcome 

























When the others have grown up that role changes when you don’t really 
have a say in what they do... then you have more like a friendship role with 
them... but the role with Edel hasn’t changed a lot as a parent, you still 
are looking after her and tell her to have a shower or clean your teeth and 









My social life is non-existent… she won’t let anyone else put her to bed... 
Some days it is hard when you look at your friends and their children have 
grown up and you are still sitting here.
As	a	result	of	continued	caring	roles,	some	parents	still	viewed	their	son/daughter	as	a	
child	needing	their	support	and	protection:
My role is still the parent because I still treat her by her mental age rather 
than her generation age… she totally relies on me for all her everyday 





He would have always given me a goodnight kiss, said I love you so much, 
he doesn’t do that anymore. If I’d call him pet he wasn’t happy… he would 






In the morning it could take her ages getting ready but she hates if I 
interrupt... she will tell me off... so I’m trying to learn now to knock and say 
‘everything okay in there?’… Some of the obsessive behaviour was because 
she had such little control over her life… so I gave her responsibility… and 




When I am making the tea I think it will be easier if I do everything myself 
but I have to say no make her set the table... and she is responsible for 




Every day he will always say ‘how was your day?’... He has kept the house 
very grounded because he doesn’t cope with shouting and will say ‘what is 





Me and him has been here for all the years and the two of us done 
everything together you know... The two of us would be very close.
Similarly,	Callum’s	mother	commented	on	his	close	relationship	with	his	father	who	was	
his	main	carer:
If my husband is away overnight he’s asking when he’s coming back and 











It is a shock for parents. They want to go out with girls or boys and have 
fun, go to parties, and parents get shocked by that because prior to that 
they have been able to direct them... a lot of mums can’t cope with it… they 
have cared for them in such an in-depth loving way that when they become 




Parents need a lot of support and reassurance... it’s a big upheaval... 
sometimes they can be reluctant to try things out and play down the young 








I never think of the future... you stop thinking of the future... you just 
think it will sail on like this for ever more amen... 






It will be probably the same regardless of what I would want... I would like 








Parents are starting to want similar opportunities for their disabled sons 
and daughters as everyone else… a place of their own... they want to be 
here to support them with that… so they want that in place early, when 







I don’t want to look there. I’m planning on living forever... I keep 
promising to adjust our will... we keep saying we are going to do it.
Professionals	also	commented	on	parents’	reluctance	to	consider	the	long-term	future,	
despite	concerns	about	who	would	care	for	their	son/daughter:	
It’s hard for them to accept and it’s not that they haven’t had that thought 
in their head many, many times… carers always worry what’s going to 
happen when they are not around. But when you broach the subject, it’s 






Her sister would be very insistent that she would come and live with 
her... but I don’t think she fully understands the amount of work… I have 
always protected them from it because I don’t want them to feel in any way 
obligated and I know if you have a young family it’s hard enough… and she 










I would like him to maybe try to live on his own even if it was only a 
few days a week... maybe in 6 or 7 years time he would have his own 
independence… you know for my own peace of mind... I always have in the 
















































We have a huge re-investment from day care services to day 
opportunities over the past two years, which was a modernisation and 
recovery project... and it’s particularly relevant at transition in young 
adulthood because if someone meets the criteria for day opportunities 
they don’t go near adult centres... they take from a menu of potential day 

















There were common themes coming through that children were not able to 
access mainstream leisure activities… I was able to work with the parents, 
the young people, and local service providers and council to get things up 
and running... linking people to existing groups. I’ve been away from that 
post for about 3 years but three of those programmes are still running... 
it was good that people were able to continue with that, it benefits the 

















































There seems to be a band of people that nearly are between day care and 
day opportunities... day care’s not totally suitable but day opportunities 
are a step too far at the time… it’s just about getting them ready to take the 
next stage because we’ve found that if we put them in the day opportunities 
programme too soon they fail and they are back in the day centre and 
feeling bad about themselves. If we put them in the day centre they get 
stuck and don’t want to move on and parents like it because it is like school, 







He has always seemed to have a foot in two camps. It’s been very hard to 
pigeon hole him. So if he goes in the special needs sector he can be a bit
bored and find it difficult for people to communicate with him. If he goes 
into the normal sector they can find him a bit boring and difficult to 
communicate. So it doesn’t work in his favour... he gets on fairly well in 







We have a base loosely attached to the adult centre... for people who are 
going to make that transition to day opportunities but are not quite ready 
for that individualised nature of day opportunities…. it’s about where the 
person is that, if they are service dependent, if their family are anxious 
about them being out in the big world. The base, for a year or whatever, can 








There is a need maybe for something in between school and adult provision 
… a well-supported unit for young people who are more able and can dip 
in and out of day time opportunities like FE colleges and work placements 
but need a group setting as well, that doesn’t look like day care.... with 







It would be lovely to have more daytime opportunities for the person 
who doesn’t necessarily need day care but won’t be accepted for day time 
opportunities because they need help with personal care... they end up in a 
group with those who are very complex... but they are very able... The fact 
they have somebody with them or need help with personal care shouldn’t 
restrict them... so it would be nice if there was a service that meets people’s 









Her physical disability and her personal care needs is what is keeping 
her where she’s at. I have tried to access another service but... it’s the 






I absolutely hate it…. I can’t actually settle there… It makes me feel down… 
You know some days I actually come home and cry because I had got so 
severe... I get annoyed the minute I see that centre bus coming… I feel 
ashamed of going there… we do childish tasks… put things on top of 
things. Stick pictures on letters. 




... last year the centre went away for one overnight and this year two 
overnights... we wouldn’t have a mobile hoist in-house and we wouldn’t 
have the resources to provide a hoist… but if she hadn’t a physical disability 












There are a lot of people misplaced, not just in statutory day care but 
also in the alternative programmes to day care... they were pigeonholed 
there. Some of it is blinkered worries about double-funding, for example if 
someone is in a Trust run day activities programme they wouldn’t also be 
in a supported employment service and college but if you want to live a full 




People tend to go to day opportunities and nobody ever moves they on and 




There are very limited opportunities... You have limited college courses... 





We would like to see a greater mixed economy of more day opportunities.... 
Those with a higher ability are looking for a greater menu of services. We 
need investment to help us grow this area. We also need other government            
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bodies, education, social development, employment and learning to come to 












We go to town, look around shops and go back, get our dinner and then 
it’s time to read the papers. And we have a meeting sometimes… talk about 






For learning things he would be better having his two days to the tech... 














There isn’t capacity within day centres for people with a profound level 
of disability… It can be frustrating when key workers see the need 
and the person is left without service and are still at home because of 
the capacity issue… if we don’t move people in transition straight into 
daytime opportunities... we are not going to be able to meet the very high 
complexity and high dependency needs coming through.

































Some of the young people have left schools with a very high level of 
classroom assistance and they’re not replicating that environment in the 
college, and it causes emotional problems for them. They get very anxious 















You get people with a learning disability going through training and re-
training and re-training and as a principle it is totally wrong but... there 
are people who have been here for 10 years and they have their mates and 
they have their routine, change is difficult... There is a community of people 







He started saying he didn’t want to go back… and I said he doesn’t have 
anywhere else to go… it is two days that he has nothing to do, you know he 





There’s a lot of repetition… there are a lot of people that learn and go 
nowhere… and that is about studying what is available rather than 









There is a real opportunity to promote social inclusion in college but again 
they are very segregated within their group and not integrated.
Interestingly,	some	parents	were	pleased	that	there	were	segregated	options	at	college	
and	special	provision	to	address	the	vulnerability	of	disabled	students.




























































I like to be working… I work hard… it’s for training for work… I have  





The first two placements didn’t work out... so then they got her into this 
training programme... and it’s brilliant. They sorted Natalie out whenever 
they were closing down and they didn’t have to because they have lost their 





We brought up paid employment and they seemed quite taken back... I feel 
that nobody else would be expected to work for nothing, why should they? I 
was taken back when the social worker said to me, ‘Would they have him if 
they had to pay him? Would they need him or would they employ somebody 
else?’ I didn’t find that very encouraging or pleasant. 
Reflecting	this	experience,	some	professionals	demonstrated	low	expectations	and	
emphasised	the	importance	of	support	for	disabled	people:
We need to be realistic and look at the potential of any young person to be 
able to work... should it be some work, some recreation, some contact with 
peer groups? I wonder about the expectations that are being created... they 
say, we will get you a pathway to employment but realistically, in all the 
years that I have worked here, one person who has come off benefits... and 
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unfortunately he has actually lost the job... actually are their needs better 






I wanted to get a job and I got one. Though I did get a work experience 
first... I work part-time at the hairdressers… I really like it… because they 




I wanted to go for it… I applied for it over the computer with X [support 
worker]. With the thousands that applied 19 got through for the interview 




She was in a wee shop before that and she was falsely accused of stealing... 
she then went to work in a clothes store and fell out with the boss and 
walked out and they didn’t even tell us... and then they got her into the 
supermarket as a volunteer and that has made a great difference to her life. 
They have been fantastic... their work policy is very good they look after 
each other... they knew her abilities.... There were no big rows, it was ‘we 
can work with you’... In the other shop, they changed her days of working 
without telling her...and she couldn’t cope. In this job her manager was 























They put a label on you as disabled… ‘Oh you can’t go away for a job 
because of that’… I want to be in my own wee job on the go all day… I know 
if I was interviewed to get a proper job they wouldn’t take me because I 










I was a bit annoyed with them because they had them all thinking we are 
getting a job... I said ‘what kind of job are you going to give her?... in an 
ideal world I would love Laura to be out working. They said there is a great 
job that would suit her but unfortunately it’s filled... and that was the only 
job she would get into so I thought what a waste of time and having these 







The more people who are in paid jobs, the more examples families and 




















The biggest drawback is the benefit system as parents don’t want this 
young person to lose their benefits... It’s not that people are deliberately 
taking advantage, it is just how people’s lives have got into that mindset... 
the right to disability benefits as opposed to getting that opportunity to 
be working... ‘you will hold our hands until they get out there but there is 




We have a lot of people in employment to the extent that their benefits 
allow... our clients aren’t terribly well placed to compete in the labour 
market... in a second recession there aren’t many jobs so employers are 
looking for the most they can get out of any situation.
Some	respondents	also	referred	to	a	lack	of	understanding	among	employers	and	
potential	discrimination,	reflecting	disablist	public	attitudes:
The first thing is how productive will the individual be because at the 
end of the day it is a business... when it comes to placements that break 
down it’s because the individual couldn’t cope with it or they weren’t 
productive enough... I understand if you are running a business you can’t 
be caretaking as well and for a lot of our people, that’s what they need… 
there is room for education for all of us about where people with learning 











All he is doing is stacking the shelf… if they were paying him they would 
have to put in more time showing him a lot more to do and training him up 
and keeping an eye on him, whereas now he is left to his own devices.
One	voluntary	sector	provider	explained	that	funders	are	more	concerned	about	
numbers	participating	in	a	service	instead	of	meaningful	employment	outcomes:
The focus is on numbers of people using the service, how long on a waiting 
list, numbers of enquiries… They are less interested in progression, as long 
as you are working with them…. We need to get better at monitoring people 
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I’m more active now than I was when I was little. I like to shop, I have a job.
I’m very friendly and outgoing. 
When I was younger I never headed out. That’s one thing I would change 
so I would probably have more friends now of my own… and more confident 
about myself... I should have headed out more when I was younger but I 














My left side isn’t working properly and I am brain damaged. My legs don’t 
go the way my brain does... What is a learning disability?
I: Some people with a learning disability might find it harder to learn or 
need more time to learn new things
Would you say I had that?
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I: I don’t know. Would you say you had it?




I had problems spelling and like reading and that. It’s awkward but it’s like 
you are who you are and no-one is perfect in this life.
A	few	participants	suggested	that	the	effects	of	their	impairment	lessened	as	they	grew	
older,	as	Natalie	explained:
It doesn’t really affect me that much now because I have grown out of it… 
Just sometimes I find it hard to read and write and say words properly... 
I’m better than I was.
These	changing	impairment	effects	may	reflect	a	move	from	the	school	environment	to	
other	settings	with	less	focus	on	education	and	learning.	













Because she thinks she’s well we did not want to put her into that situation 
so we kept her at home… I don’t think it would have done very much for 









I feel like I’ve got my own legs back because I don’t feel like I’m just sitting 
in one place anymore. I can help my mum to put away the shopping and set 
the table. I can answer the phone and at school I can give out the children’s 
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breaks. I used to get depressed when I had my old chair but now it’s made 






I think disability’s horrible… because if I didn’t have one I wouldn’t have 
the OT telling me what I can and can’t have… I don’t like when you have to 
have toilet chairs when you don’t like them. 
Later	when	asked	about	what	she	would	like	to	change	about	her	life,	Laura	listed	all	of	
the	specialist	equipment	and	services	she	used:
I wish that I didn’t have a chair. The hoist in my room… The bath and toilet 






I: And would you tell them that you use a wheelchair?
Probably not. Not until they first saw me… I would be quite scared of what
they thought
I: What do you think other people might think?




She did go through a phase ‘I wish I could walk’ or just stand up and it was 
tough… she does notice it is difficult… everybody is involved pulling and 
hacking, you have to take two ramps so she is aware that it is not easy… she 







If he is in the bad temper or… if there is somebody who is annoying him 
and I would say ‘You have to respect that she has autism’ and he would say 
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‘But I have autism too and no-one respects me and my feelings’. So he uses 










The psychologist said he had done quite well on the IQ test and she was 
very surprised… so I’m not sure if she thinks he has autism or not it’s hard 

















I am learning disabled… It doesn’t affect me one bit… I do need help 
sometimes to spell sometimes. I can’t spell very well. It’s alright… because 
all people are different




We are all different. People can have spina bifida but I don’t know what that
means... I think be all brain damaged… I have Down’s Syndrome
I: And what does that mean?
I don’t know
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I: And how do you think other people treat people with Down’s Syndrome?
The same. Like any normal person… I do have Down’s Syndrome or a
learning disability but I am still normal. I do normal things. People with 
Down’s Syndrome or learning disability like I have can do normal things.
Likewise,	Ronan	highlighted	that	he	was	different	on	the	basis	of	unemployment	and	
inability	to	drive:





He would know that he’s a bit different… The situation of going out, not 
getting out on his own... at times like that he would get frustrated and 
very angry… two years ago he totally refused to take his medication… and 




He keeps saying to me why can he not go out at night on his own… when 
his siblings are all going out he would want to go with them. He would say 
to me ‘Sure I’m the same as the rest of them. I’m not different from them 
you know’... I do feel I would like him to go somewhere like that with his 
own age group but unless you have someone you are sure is going to look 
after him and you can’t trust nobody. God knows if anything happened 
him... It’s hard you know... he is 29 now and when I was 29 I was married... 
but you have to say ‘You can’t go’ at the end of the day. 
Laura’s	mother	also	noted	the	negative	impact	of	impairment	and	personal	care	needs	
on	her	social	opportunities	in	comparison	to	her	non-disabled	siblings:
It’s hard to see the other two going out and she is being put to bed. You 
know and they are only going out… She never mentions it, she just seems 





People don’t listen. People don’t understand what people who have Down’s 
Syndrome like me are saying. People can’t make out a word you’re saying. 
Sometimes I find it very annoying… I don’t like that… in college one day I 
wanted a book out and they didn’t listen… it’s very annoying... 
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Edel	also	commented	on	how	other	people	discriminated	against	disabled	people:
It’s really sad when people are disabled and people just laugh at them 
anyway but they’re born that way. It’s like what makes you so perfect. You 
should really get to know them before you judge. They were born that way, 










I feel very happy there. It’s not all about wheelchairs and disability. They 





I saw people looking at me funny… when I was younger I didn’t care... It 
was when I hit 13 or 16. Mum will tell you I used to lie in my bed and cry.
In	a	later	discusison,	Laura	explains	how	it	still	impacts	on	her	physically	and	
emotionally:
I feel sad that I can’t do things. I get down sometimes. Like my sisters and 
cousins going to stay in a hotel. I can’t go. I will be depressed when they go 





He was very down and he would have cried a lot for no reason… so he was 
obviously a bit depressed so he was put on anti-depressants and then, he 











We were discussing what head scans we had because my friend was going 
for one after she had a seizure. You know they keep you awake for that and 
she was going ‘they didn’t say nothing to me about staying awake’ and I go 
‘they did it to me, they keep you awake and ask you who the president is’ 
and I’m going ‘I don’t know who the president is’! We were discussing the 
ones that were more uncomfortable and I said ‘don’t be scared about the 
noise in the one where you lie down and it takes you in’. 
Natalie	also	emphasised	the	importance	of	supporting	other	disabled	young	people:
I know some of my friends have disabilities… it would be hard for them 
and I just help them really to understand what a disability is and different 




Professional Perspectives on disability and Identity
Some	professionals	were	sensitive	to	how	young	adults	constructed	identities	on	the	
basis	of	how	others	saw	them	and	the	potenital	for	internalised	oppression:
A lot of the young adults have big identity issues in terms of how others 
see them… there is a lot of making sense of who you are and sometimes 




The psychological issues that young people face as they move into 
adulthood become more real for them... they have greater issues in regards 
to their self-esteem. Sometimes it is down to how parents are told about the 










In reality it would be a referral on but the disappointing thing is that those 
staff would be therapeutically trained. A social worker is not an admin 
clerk who goes out to someone’s house and pulls out a load of forms but 
that is some of the reality... The traditional social work role is being lost... 








The other thing you have to counter is the message that young people 
with a learning disability get from quite an early age, from 12 or 13, you 
can’t do that, you can’t take part in that, that is not for you, you are not 
able, the problem is with me. You can see that in their self-esteem and 
identity... you have to fit into the service, you have to fit into the school 
rather than the school changing the way they teach... Even in adult 
services, people feel they have to go to day centre... they don’t know much 
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We still are behind in terms of inclusion, a lot of the young adults have 
difficulty accessing mainstream social and leisure activities... very few are 
experiencing inclusion in their local communities and using mainstream 
services... that is a fundamental part of transition... it cries out for cross-
departmental working... it is about the responsibility of organisations to 




She doesn’t have friends that she would go out with... that seems to be 
her biggest stumbling block... and that would worry me… I always think 


























His whole social life is all centred around disabled groups, anything he 
ever does... if we don’t put the effort in and take him he would just be 
sitting in the house all the time… We find that the hardest... there is never 





































I did use facebook for a while but I don’t have it anymore... I just got too 
addicted to it and so many people were online and I really didn’t know what 





























There was one girl who used to bully me at school... and she got other girls 
to be nasty. She was like behind it all... I come home and just cried because 
I  thought ‘why is this happening to me?’ I was petrified. 
Similarly,	Natalie	explained	how	being	verbally	bullied	impacted	on	her	feelings	about	
herself,	especially	when	bullying	occurred	between	friends:
Sometimes I get the feeling that I don’t like myself… like whenever people 
call me names... One day I got called a freak... it makes me feel really angry 
and upset... Sometimes I feel sad if someone annoys me or says something 
like that to me that’s not nice. 
I: And what do you do when that happens?




… in this park people would have been very cruel to him. When he would 
have been 8 or 9 he would have been coming in here and crying saying 
young people would have said different things to him and that he was 
different... they were very cruel… but they would say nothing to him now. 
As the years went on that all changed and he was fit to stand up for himself. 
I used to be afraid as the years went on because he would just have booted 




Just the odd time... but you just take it as people messing about and joking
Aye but not much. Just walk away. Just tell them to stop it that’s all. 
I: And would they stop then?




I had a bully… He says something that annoys me and says silly things.
I: Right, and how did you sort that out?
By telling on him.
I: Yeah, so was it sorted out for you?
No because he is still doing it.
Likewise,	Maurice	felt	unable	to	address	bullying	in	his	local	college:
Actually they’re always pushing me away in college – bad guys
I: Did you tell somebody about that?
Well I was going to stick up for myself. It didn’t work... If I call the staff and 
tell they bully me for telling the teachers
I: So how did you sort it out?
Actually no idea





It happened at the centre but the manager was there to tell them to stop 
it. They might get out and not get back for a while. They might have to say 
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Young people are either extremely sensitive and kind and helpful or 
can make life very difficult for a person with a learning disability, so if a 
person with a learning disability joins a group we need to make sure they 
are accepted, protected and cared for or they will be destroyed and carers 
































I would have worries about her with men... if she finds someone who has an 
interest in her at all she latches onto them... she still doesn’t understand 
it... she thinks that relationships are just talking or flirting. I know if 





It’s really complex because she’s very affable... but that really isn’t what’s 
underneath you know, because her understanding isn’t as good as you 
think it is. People think ‘Oh she’s great, really capable’ but she’s not. 
This	was	an	issue	for	parents	of	sons	and	daughters.	Ronan’s	mother	expressed	her	
worries	about	his	relationship	with	his	girlfriend:
She is quite advanced and very intelligent and funny... and then somebody 
said ‘God forbid if she got pregnant or anything you would end up getting 
the blame’... I would always hope he would get somebody but… she’s more 
advanced in years than him. 
Yet,	reflecting	their	life	stage,	most	young	adult	participants	talked	about	having	a	
girlfriend	or	boyfriend:	
I would like to officially meet and charm the girls… being in love is like 
somebody sitting on edge.
Others	also	expressed	a	desire	to	get	married	and	have	children:
I have a girlfriend… I’d love to get married because I would have… special 
in common
I: And would you like to have children?




He always used to say that when he was 16 and then 18, he’s going to get a 








She hasn’t hit that age yet of interest in boyfriends. As a teenager there 
were boys that had an interest in her but no she had no interest in them… 
ten years down the line when she is maybe more mature I would like to see 
her having some sort of relationship with somebody who respected her... 





I haven’t had a really like proper boyfriend that can take me out… I would 





I don’t like boys chasing me. No. I chase them… I don’t have a boyfriend. 
I: And would you like to have a boyfriend?
Yes but in the future but not now. I am very busy
I: And would you like to get married?
No way. I won’t get married no because I want to be a writer. 
I: And would you like to have children?




He has talked about wanting to have a girlfriend... if it ever got to that 
stage they would have to do it under our roof or somebody else’s roof 
because there is still that element of care you have to put there. The idea of 




I heard her saying to her sister that she wanted to get married first and 
then have a baby. Yet in a flash she can come back to reality and say ‘I’ll 
never get married’ or ‘I would never have children how would I look after 
a baby?’ She sort of goes into two wee different worlds... I go along with 
it and if she is on a day that she realised that it might never happen, I say 
‘Look at that lady that had no arms and no legs and she had a baby and she 




I think I’ve actually got a boyfriend…I don’t know how to ask him ‘is 





Well actually at college… I see this girl and she’s interesting to me… 
I am sad about relationships with my girlfriend because it makes me 





I would like a girlfriend if she’s fit and hot.
I: Would it be okay if she had a disability?
No… I don’t want her to behave like a moron… I don’t really like any of the 






We had a wee party here at the house... they sat with their arms around 
each other and looking into each other’s eyes and I couldn’t cope... and he 
keeps saying that she is his girlfriend… 
I: Have you talked to him about sex and relationships?
No we haven’t, I would say it comes up at school.
I: And has he asked you about it?
No and I think I would die if he did... although he is 20, I can never see him 






















I think one of the lowest points was when he thought it would be a good 
idea to moon on a school outing. That became a huge issue... he was put 
on a sexual register for the school... and none of the children were allowed 
to go near him and I thought this is just ridiculous… they told me in the 
school, if this was a normal school this wouldn’t even have been an issue... 
So in a school with mental handicap it is! They were very judgemental and 
just pigeon holed him as a deviant... 
Professionals	also	recounted	cases	where	sexually	inappropriate	behaviour	caused	
difficulties	for	young	adults:
With learning disability, what is regarded as appropriate touch is 
acceptable up until a certain age, all of a sudden you become a young 
adult and you are a deviant and that can be problematic for young men 
when they hit that 15, 16 age group… the frustration they feel at being 
misunderstood or not being taken seriously in terms of the strength of 










Parents of people with a learning disability do have greater control.... ... 
if there is any hint of personal relationships, parents can sometimes put a 
handbrake on them, they don’t want to accept that they have feelings and 
emotions and there is nothing there to help us balance that… we still have 
no policy on it, but staff do their best to try and educate and advise…. it 




You have to take them down the vulnerable adult route… we have had to 
tell one girl that she couldn’t marry this particular guy… we had to say the 
psychiatrist doesn’t feel that your daughter has the ability to understand 
67
fully what it would mean to be married, to have children... it was probably 
one of the hardest things that I’ve been involved in. 










It’s trying to get a balance really… you have to take risks for people to 
achieve… and the carer can’t make a decision for another adult… parental 
rights are actually diminishing rights and a lot of parents do not accept 
that, there is an enabling that needs to happen... often parents become a bit 
over protective because of the experiences they’ve had so we try and bring 





A person with a learning disability has the right to determine how to 
live their life, have relationships with whoever they choose and that is 
enshrined in law. That is all well and good but they live with Mummy 
and Daddy and they don’t allow it. Whose agenda gets followed? You can 
understand the parents’ fears… parents have taken decisions all their life... 
it’s an enormously difficult area and no matter what you put in place to 
ensure that it is the person’s own views that are being heard… you are very 









We had an individual who is now an adult and their parents are not happy 
with them doing certain things and still see them as a child. The key 
worker is getting them to understand the risks and indicate that they can 
manage that risk saying to the parents he is a young adult and it is within 
his rights to want to do that... It is a different shift for parents and there is 
a role of letting go...
























That is one of the first things that the job is about…. not only advocating to 
their own parents but to our own Trust services or in meetings… you are 









It is my job is to assess need and if it’s there I will say that’s what is 
needed… I spent 5 solid days filling out a UNOCINI for a family that needed 
a big package of care and I got every penny... It was a good outcome and 
helped that family… but, in this day and age, is that what you have to 







We don’t have a statutory to advocate... I think social workers misplace the 
role of advocate and rely too heavily on it…. We have a helicopter view of 










The social worker going into the house has so many pressures on them. 
They know that there is no money for this person so they go in trying to do 
a person centred assessment looking at what the outcomes are but there 
is no way of getting there, so those are constant challenges for the social 































































They were absolutely brilliant... they did everything possibly to 
accommodate him and to get his social mix right and it paid off. I was very 
sad to see that tying up... I don’t know if the carers were aware of the great 
affect they had on him but certainly he learnt a lot from them taking him 
out... how to interact socially with people... I do value all the hard work 




We have been so lucky and she does give it her all... when we collect him the 
TV is always off and they are both sitting chatting about just everything... 
any problems that happens in school and college and he would tell her... 















You miss people... and then you get on with it... but if you’re away too long 











She likes it okay... She knows it gives me a rest but I know she would rather 
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My best man. He is brilliant as a friend. We have a few plans... shopping,  




It’s stupid... A total disaster... actually bored and sad... like left me alone... 




It was a bit hard when they started doing personal care calls... You’re 
always clock watching to know how much time you have left until they 
come. The people are all different... At the start it was really hard... now it’s 





It gave me a wee bit of a break... but I would be sitting out in the kitchen 
chatting to myself... I kept thinking if he was here he would be blathering 



















There was a stage in my life where I thought I would like him to have semi-
independent living. I’m not so certain I would want that now and I don’t 
think he would want it... he actually loves being home with us... he is very 






I couldn’t live on my own... well I don’t know… I could make tea but I 
couldn’t make my dinner. I would need somebody to take me up sometimes. 
I could live on my own, aye.
Some	respondents	expressed	a	desire	to	live	independently	but	still	remain	in	close	
proximity	to	their	parents:
I would like to find a place of my own but not far from Mum because I don’t 













I would like to see him when he’s 30 living in some kind of sheltered place 
but his dad wouldn’t have it... it’s harder for him to let go… because he 
presents so articulate you can over estimate his ability and he wouldn’t 
be able to plan out his money or get a bus by himself and so they have to 




I would want her in a sort of small group situation… but one of the biggest 
problems is getting people who are compatible to live together... You get to 
the stage you just don’t want to share houses with other people anymore. 
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You just get fed up having to adjust and adapt, and to think that somehow 
people with learning disability should be able to do it I think is very unfair. 






There is supported living for a small number of people, it’s a drop in the 








If they gave us extra resources we could have more young people in 
assisted living because we have all the providers set up but we don’t have 





The human rights of people being resettled from hospital shouldn’t 
overcome the rights of other people to live a life in the community. With 
the money for re-settlement we have tried to argue that, as long as we can 
meet the target for people coming out, a portion of that money should go 
to community services, like day opportunities, short breaks, and specialist 







Prioritisation for supported living or residential accommodation is going 
to those in the greatest need... and if they have physical needs and need 
a lot of support, it would need to be specialised accommodation… and 




































Some families just don’t want the hassle of trying to sort out direct 
payments... because there is an awful lot of work in it... it is a job in itself 
and if you are managing a person with a challenging behaviour you 
already have a lot of pressures.... 











You have to have an assessment to get a direct payment so a number of 
our carer assessments have led to direct payments to help the carer out... 
but there is confusion about that... direct payments are about providing 
funding to a person with a disability or their carer so the key worker will 
undertake a comprehensive assessment of the needs of the individual or a 
carer assessment... and the two can be separated. 
Indeed,	some	professionals	were	concerned	about	this	shift	back	to	meeting	the	needs	of	
carers	rather	than	assessing	the	needs	of	young	disabled	adults:
The other avenue... is to target the direct payment at the carer in based on 
a carer’s assessment but that is at odds with the notion of enabling people 





Staff are quite reluctant to go and offer something to someone that they 
know they can’t fulfil... the problem is that the Trust is trying to take direct 




The judge made a determination that the person a direct payment was made 
to didn’t have the capacity to manage the direct payment... of those who had 
direct payments in the last year in our Trust only 4 had capacity, so now we 
won’t be giving a direct payment to somebody without capacity... the direct 
payment policy and funding implications were not well thought out.
As	a	result	of	this	judicial	decision	some	practitioners	were	confused	about	the	process	
of	direct	payments:
It would be very hard to get direct payments through now because of all 
the capacity assessments... We haven’t been able to pass any new ones in 
the last 2 to 3 months... I’m not 100% clear about this issue so I think there 







I fully understand the official judgement... but referring to the Office of Care 
and Protection could be seen to mitigate against what we are trying to do 
in the first place which is to ensure that families have got care and control… 





We had got to a stage where we were encouraging people to presume 
capacity… that is still the right approach... How much capacity do you need 
to be able to choose between a service that is person centred or not? And 
managing the money is so tight anyway as your bank account is monitored 
and you can trace it all the way.
Likewise,	a	social	worker	highlighted	issues	of	inequality	in	access	to	services	when	
capacity	was	the	deciding	factor:
We have been told that if there is a question about capacity then we shouldn’t 
be accessing direct payments for them... it is so discriminatory... just because 
someone else is making your decisions you can’t access a service. How unfair 
is that? Somebody who can’t make a decision can’t have that service. We need 
to ask if that person can’t make a decision, how do we make a decision that is 





We wouldn’t assess someone needing a direct payment for transport. We 
would be talking about the care and support aspect, not the transport aspect 
but it is how they use it, they might put some money to that... it is up to them 
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The personalisation agenda still has a long way to travel... I’m not sure 
if the services in Northern Ireland are already there to support people to 
be creative... it is about finding the money.... and it is back to this whole 
health and safety issue.... the changes in social security and benefits will 
also impact on personalisation in a detrimental way.
Some	respondents	also	indicated	that	personalisation	may	be	difficult	to	implement	
because	of	a	culture	of	dependency	on	health	and	social	care	services:
We have a different, dependent culture... social security and social services 
are a safety net... if I need help then I go to social services... we move into 
































She comes down to the centre an odd time
I: Does she talk to you down there?




He was very good because we would have quite different problems here 
and he would have come out... and get it sorted out and phoned me back... 
no problem. But I would never see the current social worker from one end 
of the year to the other... if I needed anything I would just have to ring 
them... but it’s only me asking... I would just like for them to come out once 





He’s cool... He found me a job... Oh and he found me a school
She’s like a friend... She just talks about my exams. She always talks to me 
about the things I did.
She was very nice... she helped me with different things or if I need 
anybody to talk to... she arranges things for me. 
She’s amazing. I don’t like her. I love her... she’s got my life and she’s 
working for me and looking for jobs... She’s a bit stubborn about ‘grow up!’
He’s really nice. He’s trying to build up my confidence. It’s working... I 
would be straight forward with him like how I feel like.
Laura	described	having	both	positive	and	negative	experiences	of	social	workers	over	
the	years:
The last one was useless. The one before that was just as bad. Then I had X. 















Some social workers weren’t as good or they would promise you things 
and you have to keep ringing to see what was happening... The one we 
have now has been brilliant... she seems to understand your needs. You 
know loads of people can listen to you and walk out the door and forget 
about what’s going on in your house but she doesn’t and you know she sees 
what’s going on and she cares about what’s happening in the family... she 
really fought hard to get the extra support we needed. 
For	parents,	variation	in	social	work	staff	was	not	problematic	as	long	as	each	social	
worker	showed	an	interest	in	supporting	their	family	and	advocating	on	their	behalf:
Everybody has a different style of social work, of relating to the family... 
but I felt they were very much on our side... and whenever we were in 




There is no doubt having the expertise of someone in the system to 
highlight things for you is invaluable… it could be a lifeline... you are 
dealt a card having a disabled son and it’s like nothing else around you, 
you haven’t a clue, you don’t know who to see, you don’t know how you are 
going to survive... To have a social worker there that will pitch it for you, 
saying this is what you do, this is the form you fill in. Honestly it’s like a 
path though a jungle, it’s brilliant. And we have been very lucky and got 
really good people... Our current social worker is great, she has all these 
ideas and she told us about things we wouldn’t have known about so that 
was very good. 
Similarly,	two	families	who	had	been	able	to	keep	the	same	social	worker	from	child	to	
adult	services	were	pleased	with	this	consistent	service:
He was able to keep on us on his books... you know that you can call up 
and they know what you have gone through rather than having to sit and 
explain everything over... He has been very good. 
However,	other	parents	who	had	limited	contact	with	their	social	worker	were	much	less	
satisfied:
I just feel that unless you keep ringing they forget about you... you have to 
hound them and you don’t get the answers. When I phoned to get advice 
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they couldn’t help... you sort of get despondent and think, what are you 




I have only had social work contact in emergencies whenever I begged for 
it and they never followed it up... they haven’t been supportive at all. I had 
to push and push and push and there has been no come back to see how it 
worked out... not a thing. I am very disappointed because... she was going 
through a rough time... and there was no involvement all... 
Some	parents	felt	they	had	been	abandoned	by	social	services	when	staff	changes	
occurred	and	they	were	not	allocated	to	new	key	workers	at	key	transitional	points:
We lost our key worker years ago because the social worker was off on the 
sick... then the next one was promoted... so we just battered on ourselves... 
there was for a period of time from secondary school to college when we 
wouldn’t have had anybody. Then when I rang up and I was told I wasn’t 




There is a huge amount of documentation to be completed. There is an 
assessment, a carer’s assessment, a risk assessment... it may lead to a 
comprehensive assessment, you need to fill in a form for a domiciliary 
payment, a direct payment, there are reports to be done left, right and 
centre and referral forms… You would like to be able to spend more time 
with families but because of so much bureaucracy you can’t, the volume of 
paperwork and the red tape can take over… 
Staff	also	felt	under	pressure	in	the	context	of	continual	re-organisation	and	change	of	
policies,	procedures,	staff	and	targets:
There has been the reorganisation of the Trusts, introduction of new 
policies and procedures, new targets and performance management 
priorities, new assessments and a lot of change in personnel... and it can 
carve away at the traditional role that the social worker had... staff are 
being pushed to meet targets and that’s a difficulty because as a profession 




The statutory social work role has changed... how person centred can you 
be with the pressures of knowing what the budget is? As the resource of 
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social work gets spread thinner there is a change in the roles and functions 










In my view there has been a significant erosion of the social worker 
role. We have become assessment co-ordinators... the ‘rationer’ of scarce 
resources. There was always an element of that in social work but is a much 
bigger element now... in truth we have turned several of our disciplines 




You don’t get the opportunity for therapeutic work because of the 
paperwork, if there was any specific need it would have referral to 
psychology or other organisations or teams for specific work with that 




We would have quarterly reviews and quite often you are finding that the 
last time the family had seen the social worker was at the last review. And 













It can be a very reactive service when a parent picks up the phone and says 
we are in a crisis then there is a response rather than traditional proactive 
relationship-based social work which was trying to avoid that.
However,	most	social	workers	would	like	to	see	a	shift	back	to	a	model	of	social	work	
practice	that	prioritised	direct	and	therapeutic	work	with	families:
Social work needs to re-focus on the therapeutic and the independent piece, 


































































We do them more routinely now with new cases… people tend not to fill 
them out because there is a view that are no resources… people think 
why would I bother filling out that form if it is not going to make any 










With a new case it is part of saying who we are and what we do or I tend to 
offer it when I see a carer beginning to come under pressure as a preventative 
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thing... the true value is allowing the individual the chance to genuinely talk 
about the job that they do and how they feel about it, their needs and the future, 
because my experience is that carers do not get a chance, because they are busy 
doing… often they are burnt out… if you give someone the chance to offload 
they can go on for another while... and you get a very clear understanding of 







The NISAT carer assessment is a cumbersome framework and it’s on top of 
our existing assessment models which are perfectly good models... we don’t 
want to introduce another set of paperwork, processes and training when it 




NISAT was never put together for learning disabilities... we have been 
pushing person centred assessments and planning… proper person centred 
































We were never told to adopt person centred planning... social workers here 




I have always worked in a person centred planning way, sitting down with 
the individual, this is their life, this is their services... so person centred 
planning should be in your daily work but it’s not explicit in my file, you 
won’t find person centred planning documents... but it is clear from the 
contact sheets that there is a person centred approach... it is a very time-
consuming model and that is fine if you have a caseload of about 5 and can 
sit and talk for hours.
Most	professionals	suggested	that	there	were	diverse	interpretations	of	the	meaning	of	
person	centred	practice	and	how	it	should	be	applied	in	practice:
There’s person centred planning and person-centred approaches… you 
get worried then that it is a dilution or the same thing painted another 
colour... and that is worrying because it isn’t a one-off event but an integral 
way of working with someone and actually reflects what is happening now 
and what are you hoping for tomorrow.
There has been too much focus on the tools of person-centred planning 
whether it is a MAP or PATH or essential skills as opposed to the person-
centred approach and you hear about people being person-centred planned, 









Sometimes annual reviews only happen when necessary… if the service has been 
in place for so long we just let it continue… but parents can initiate a review… or 
if something breaks down you could be reviewing 3 or 4 times a year.
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It scares me sometimes because I went to a review recently and it hadn’t been 





We introduced caseload weighting with annual reviews shared amongst the 
team. The downside of that is relationships as you had a different person 
coming in every year and if that person didn’t have a lot of time to look at the 







There seems to be a gap after children’s services where PATHs that are 
done in schools and are not revisited again… Who maintains the support? 
A course can go on for three years and who has the responsibility to ensure 
that the next step is reached? Young people themselves talk about wanting 
someone to review PCPs and keep them live... there is no-one taking long-
term responsibility... and not having a review can have a serious impact on 
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Before RPA the children and adult disability programme were very 
much together and linked... Now we sit completely separate... and the 
management structure completely changed from the top down... We lost 
quite a few people that would have been very knowledgeable in learning 
disability... each time the structure changes there are different people 






Services are not all regional so some young people have better access to 
some services rather than others, it is very off-putting for families... It is 














Our difficulty is that we have had Bamford for quite some time but haven’t 





Bamford is too big and a lot of work could have gone into prioritising a 
smaller number of issues before moving onto the others... I think there 
were the guts of 100 actions and you cannot do them all, you end up not 
necessarily doing the right ones. 
However,	it	did	still	seem	to	have	currency	in	terms	of	the	principles	that	should	guide	
adult	learning	disability	service	development:
We are trying to Bamford proof everything we do... It certainly drives our 
reform and modernisation agenda and if we stick to the principles and values 
which are based on active citizenship, inclusion and developing person-








All children is all well and good but I think children with disabilities 
struggle when they are up against children needing protection and looked 
after... children with disabilities are at the bottom... it is so important that 
we don’t lose their voice and rights... we also need to be careful we don’t 
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The Council has an electoral representative who is a disability champion 
and we are working collaboratively to... really build community capacity. 
We now have individuals who are outward facing in the community and 
having completely different lives... really deciding on what they want to do, 





There are fantastic initiatives... there is that drive back to community 
because it needs to be local, it has to be universal services which must 
be inclusive...... it is building capacity within the local community and 








We should have an agreed standard of what should be expected at 
transition no matter where they live and whatever their disability... This 
postcode lottery is just not acceptable and we need standards developed for 





The pragmatic difficulty is that we’re funded separately by programme of 
care... therefore we inevitably at transition inherit a new cost framework... 
so we are continually fighting the battle at transition of trying not to create 






We have a very specialised service that worked very well... they will partly 
fund it and we have to find some charitable funding to maintain it. For 
some families to lose that service will be devastating... and it will be to the 




We did a two year partnership project... training to staff, peer mentoring 
and working with families. I would like to have gone back in 5 years time 
to see how many of those practices are still in place. When the short-
term funding finishes we don’t have the luxury of doing that. In terms of 









They should never have stopped the funding... that approach was very 
beneficial, but there are elements of that which remain... with volunteer 
support... and that is fantastic because the community have a part to play 
in this as well. 
This	approach	to	funding	community	led	projects	that	can	eventually	be	self-sustained	
reflects	the	focus	on	an	exit	strategy	for	funders	and	commissioners.	






We are a health and social care organisation and why are we spending 
half of our day care budget on social and vocational training? There are 
at least two other government departments whose absolute remit that is. 
One of the key planks of Bamford was the mainstreaming and the rights 
of people with learning disabilities... For instance, we have a very well 
developed crisis response team in mental health who don’t take people with 
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When we were working with both adults and children you were relying 
on both... and those relationships were all there and now they have been 
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experience.	Maurice’s	children’s	residential	short	break	service	ended	when	he	reached	
18	and	moved	to	an	adult	residential	short	break	facility.	He	had	overnight	stays	of	at	
least	two	nights	per	month	but	did	not	enjoy	staying	there.	He	continued	to	avail	of	
domiciliary	support	services.	His	carers	have	changed	over	the	years	but	he	has	had	the	
same	carer	for	the	past	six	years	and	really	enjoys	their	weekly	social	outings.	Maurice	
and	his	parents	have	also	been	allocated	to	various	social	work	staff	but	have	been	
mostly	satisfied	with	their	support.	Maurice	enjoys	using	his	computer,	listening	to	
music	and	watching	movies.	
Joanne was	24	years	old	and	still	lived	at	home	with	her	mother	but	her	siblings	had	
moved	out.	She	had	moved	from	a	mainstream	primary	school	to	a	special	secondary	
school.	When	she	was	16	years	she	moved	to	another	special	school	and	stayed	there	
until	she	was	19	years	old.	Joanne	did	not	receive	any	support	to	plan	for	her	transition	
from	school.	On	leaving	school,	she	began	two	college	courses	and	then	attended	a	
range	of	day	opportunities	including	a	training	and	resource	centre,	college	and	a	
drama-based	group.	Joanne	also	has	a	part-time	job	which	she	really	enjoys.	Joanne	
continued	to	use	domiciliary	support	and	had	six	different	carers	who	provided	eight	
hours	of	care	per	week.	They	supported	Joanne	to	access	social	activities	and	evening	
classes	such	as	art	or	drama.	Her	mother	managed	direct	payments	to	help	organise	
this	range	of	support.	Joanne	and	her	mother	experienced	a	series	of	changes	in	social	
work	staff	with	some	gaps	in	provision	during	her	secondary	school	years.	However,	
they	were	very	happy	with	their	current	social	worker	and	the	level	of	support	they	
received.	Joanne	enjoys	listening	to	music	and	has	a	passion	for	story	writing.	
Sarah was	22	years	old	and	still	lived	at	home	with	her	mother	but	her	siblings	had	
moved	out.	She	lived	in	a	new	home	adapted	to	meet	her	access	needs.	Her	family-based	
short	break	service	had	ceased	when	she	was	fifteen	due	to	her	increased	support	
needs.	However,	she	still	used	the	same	residential	short	break	facility	one	week	in	nine	
and	her	sister	provided	short	break	support	one	day	per	week.	Sarah	attended	the	same	
special	school	until	she	was	19	years	old.	Although	transition	planning	was	undertaken	
whilst	she	was	still	at	school,	the	only	post-school	option	was	day	care	and	no	places	
were	available	so	Sarah	spent	ten	months	being	cared	for	full-time	by	her	mother	at	
home	until	a	two	day	placement	was	eventually	provided	in	the	local	day	care	centre.	
She	waited	another	nine	months	for	a	three	day	placement	and	a	further	nine	months	
for	a	five	day	placement.	During	this	time	her	mother	was	forced	to	cease	employment	
to	undertake	her	caring	role	for	Sarah.	She	has	mostly	had	the	same	social	worker	since	
she	was	a	child	who	provided	a	range	of	support	over	the	years.	Sarah	enjoys	playing	on	
her	trampoline	and	watching	DVDs	and	television.	
Callum was	22	years	old	and	still	lived	at	home	with	his	parents	and	siblings.	Callum’s	
father	was	the	main	carer	as	his	mother	had	returned	to	work	when	he	was	a	teenager.	
Callum	attended	a	special	primary	and	secondary	school	until	he	was	almost	19	years	
old.	He	had	support	from	a	transition	officer	who	developed	a	five	year	transition	plan	
involving	a	planned	move	to	a	full-time	day	centre	placement.	However,	only	a	two	day	
placement	became	available.	Later,	Callum	attended	a	music	and	arts-based	group	two	
days	per	week	which	he	enjoyed.	Callum	plans	to	stop	attending	the	centre	and	join	
another	drama	based	group	which	also	offers	college	courses.	Since	he	was	19	years	
old,	Callum	enjoyed	a	family-based	short	break	two	nights	per	month.	He	had	also	
recently	begun	to	use	a	residential	short	break	facility	for	five	days	every	three	months.	
Callum’s	family	had	very	limited	support	from	social	services	over	the	years.	They	
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requested	support	when	he	was	17	years	old	but	were	not	allocated	to	a	new	keyworker	
until	he	was	19	years	old.	Callum’s	family	are	very	happy	with	his	current	key	worker	
but	were	dissatisfied	by	the	poor	response	to	their	request	for	support	and	the	waiting	
time	for	a	new	keyworker	at	a	critical	time	of	transition.	Callum	likes	action	movies	and	
computer	games.
Edel was	26	years	old	and	still	lived	at	home	with	her	parents	and	siblings.	She	attended	
a	special	school	for	her	primary	and	secondary	education	until	she	was	17	years	old.	
On	leaving	school,	Edel	completed	a	computing	course	at	a	local	community	centre	and	
then	stayed	at	home	full-time.	Her	parents	felt	that	her	post-school	opportunities	were	
limited	as	she	did	not	fit	into	mainstream	or	specialist	further	education	or	employment	
opportunities.	Edel	and	her	family	are	still	supported	by	the	same	social	worker	
although	they	experienced	a	change	in	personnel	during	the	transition	from	school.	
Edel	accessed	fortnightly	befriending	services	however,	this	ceased	following	staff	
changes.	Edel	likes	animals	and	enjoys	going	to	the	cinema.
Lorraine was	26	years	old	and	still	lived	at	home	with	her	mother	and	siblings.	She	
attended	a	mainstream	high	school	(in	a	class	for	students	with	special	educational	
needs).	On	leaving	school	at	16	years	old,	Lorraine	accessed	job	link	services	which	
involved	retail	training	at	college	and	work	placements.	Lorraine	struggled	to	
cope	with	the	demands	of	this	programme	and	moved	to	a	supported	training	and	
employment	service.	After	several	unsuccessful	work	placements	she	volunteered	in	
a	local	supermarket	which,	after	almost	two	years,	became	a	paid	part-time	position	
with	support	from	a	job	coach.	Lorraine	and	her	family	did	not	have	a	lot	of	contact	
from	social	services	over	the	years	apart	from	a	referral	to	a	befriending	service	which	
she	accessed	briefly	during	her	teenage	years.	When	she	turned	18	years,	following	
a	proposal	from	the	adult	services	team,	the	family	agreed	for	her	case	to	be	closed.	
Lorraine	enjoys	watching	television,	shopping	and	using	the	computer.	
Ronan	was	29	years	old	and	still	lived	at	home	with	his	parents	but	his	siblings	had	
moved	out.	Ronan	stayed	at	the	same	special	school	until	he	was	19	and	then	moved	
to	a	three	day	placement	in	day	care	and	a	two	day	college	placement.	When	he	was	
preparing	to	leave	school,	a	supported	employment	placement	was	considered	but	
Ronan	refused	to	attend.	Ronan	still	has	this	same	routine	of	day	care	and	college	
ten	years	on.	He	does	not	enjoy	repeating	the	same	college	courses	but	does	enjoy	
the	opportunity	to	meet	friends	there	and	has	learnt	how	to	travel	by	bus	to	college	
independently.	Ronan	has	also	worked	in	a	local	supermarket	one	evening	per	week	
since	he	was	16	years	old	and	really	enjoys	this	opportunity	to	engage	with	the	local	
community.	Ronan	and	his	family	had	a	range	of	social	workers	over	the	years	but	have	
limited	contact	with	their	current	social	worker.	When	he	was	a	teenager,	Ronan	used	
a	residential	short	break	service	and	a	family-based	short	break	service.	However,	he	
had	a	two	year	period	with	no	short	breaks	because	the	only	adult	services	placement	
offered	was	far	from	his	home.	He	recently	began	to	use	a	residential	short	break	facility	
closer	to	his	home.	Ronan	enjoys	social	outings,	football	games	and	country	music.	
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